PALLIATIVE CARE

Why should we care about palliative
care for AIDS in the era of antiretroviral

therapy?

P A Selwyn

The possibility of pharmacological interactions between HIV
medications and palliative care medications makes it essential to
coordinate HIV specific and palliative care

of the AIDS epidemic in the developed

world, AIDS care was palliative care.
As HIV/AIDS therapies have evolved
rapidly since the mid-1990s, the focus
of clinical care has increasingly been on
antiretroviral therapy and the complex
decision making that surrounds its use.
While the growing ‘““medicalisation” of
AIDS is in part because of the advent of
effective treatment with the possibility
of controlling viral replication and dis-
ease progression, the emergence of this
more biomedical paradigm has resulted
in a loss of perspective on chronic
disease and the issues relevant to
progressive, incurable illness and end
of life care. Early in the epidemic, HIV
care providers were by definition pallia-
tive care providers. Now the challenge is
to reacquaint what have since developed
into two distinct disciplines, in order to
provide our patients with the benefits of
both types of expertise.

As outlined in the review article by
Harding ef al in this issue of STI (p 5),
it is important for HIV care providers to
remain sensitive to the need for pallia-
tive care interventions across the con-
tinuum of HIV disease. Palliative
medicine has much to offer to HIV care,
and can help improve quality of life,
enhance adherence to HAART (highly
active antiretroviral therapy) and other
therapies, and address the complicated
psychosocial issues now faced by
patients with AIDS and their families.
One of the unintended consequences of
the HAART era has been the separation
of AIDS care from palliative care: as our
focus has narrowed, and our skills in
reversing the previously inexorable
course of HIV disease have grown, our
overall care of the patient has lost some
of its completeness.

Studies have consistently documen-
ted the under-recognition and under-
treatment of pain and other symptoms
in patients with AIDS, and have also
consistently demonstrated a high

I nitially, in the now distant early years
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prevalence of pain and chronic symp-
toms such as fatigue, anorexia/weight
loss, nausea/vomiting, dyspnoea, and
diarrhoea, both in the pre-HAART and
current eras."” Within the narrow bio-
medical model of care, such symptoms
are generally regarded as secondary, or
incidental, to the primacy of the infec-
tious disease diagnosis which dictates
appropriate pathogen specific treatment.
While treating specific infections is
obviously an essential and fundamental
strategy in AIDS treatment, clinicians
could benefit from the realisation that
there is a large and growing evidence
base for palliative medicine interven-
tions which can be very effective as
adjunctive or primary treatment for
many of these disabling symptoms.**°

In the developed world, we now
face difficult decisions about with-
drawal of care, godls of therapy,
and acceptance of treatment failure
and death in the age of HAART
that are different from those in the
former era when death was expected,
imminent, and universal

In fact, one can argue that by treating
such symptoms effectively—including,
for example, the common gastrointest-
inal symptoms which can be induced by
antiretroviral and other HIV specific
therapies—we are in fact helping to
promote adherence, which can be jeo-
pardised when patients associate medi-
cation use with adverse subjective
symptoms. Moreover, the possibility of
pharmacological interactions between
HIV medications (for example, certain
antiretrovirals) and palliative care med-
ications (for example, certain benzo-
diazepines, opioids, anticonvulsants,
non-sedating antihistamines) makes it
essential to coordinate HIV specific and
palliative care. These are only two
examples of how AIDS care should not
be “either...or"—that is, either pallia-
tive or disease specific therapy—but
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rather “both...and” in the hope of
integrating both paradigms in the com-
prehensive care of patients with AIDS."

As the review indicates, there is also
evidence that home based and commu-
nity based care for patients with
advanced illness can provide benefits
in quality of life, and as we also know,
chronic care coordination is essential for
good adherence to HAART regimens
over time. The HAART era has taught
us that without these long term, com-
munity based systems for care and
follow up, the risk of antiretroviral
resistance grows, and patients are at
risk of becoming ‘“‘untreatable,” with
multiple drug resistant HIV. We would
do well to learn from the field of hospice
and palliative care, where the approach
of coordinated, multidisciplinary, home
and community based care has been
followed successfully for decades.

It should also be mentioned that in
addition to the benefits of palliative care
for improving quality of life and, poten-
tially, HIV treatment adherence, the
need for end of life care has not
disappeared in the HAART era.
Approximately 15 000 Americans conti-
nue to die from AIDS and/or co-existing
conditions each vyear (for example,
cirrhosis/liver failure, other end organ
disease, non-AIDS defining cancers),
and the rates of mortality decline have
flattened since the late 1990s. HIV/AIDS
remains a leading cause of death for
African-Americans and Latinos, and for
the foreseeable future, end of life care
will be an unavoidable aspect of HIV
care in these populations as well as in
large areas of the developing world. In
addition, in the developed world, we
now face difficult decisions about with-
drawal of care, goals of therapy, and
acceptance of treatment failure and
death in the age of HAART that are
different from those in the former era
when death was expected, imminent,
and universal.

If anything, these matters have
become more complex and nuanced
than they were previously, and it is
necessary for us to attend to the
psychosocial issues involved in end of
life care that may not be as familiar to
today’s new generation of HIV care
providers as they were in the earlier
era when death was inescapable. To
turn away from these important clinical
issues makes us less effective in our
treatment of our patients. If we become
“antiretroviral specialists”” then we lose
something in our ability to provide our
patients with the comprehensive care
they need. The science and evidence
base of palliative medicine have much to
offer for improvement in quality of life,
relief of suffering, enhancement of
disease specific therapy, expert end of
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life care, and coping with chronic, prog-
ressive illness for patients and their
loved ones. Recent efforts have attempted
to address the importance of integrating
HIV specific and palliative care in the
HAART era.”'? Our patients deserve
nothing less.
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Sexual health and HIV in Scotland

R Nandwani

Find out more about how Scotland is tackling its poor sexual

health

f your required knowledge of Scotland

is limited to ““Tartan tourism” and our

inferior national football team, you
may wish to stop now. If, however, you
wish to find out more about how
Scotland is tackling its poor sexual
health, read on.

Scotland faces similar challenges to
much of the United Kingdom with high
levels of unwanted conception and
rising STI and HIV rates. The population
of around five million is concentrated in
the central belt of Scotland with rela-
tively poor access to sexual health
services in many areas. Despite this,
there has been a dramatic rise in
diagnosed genital chlamydia infection,
especially in those under 25 years old.
There were 11 917 laboratory diagnoses
between January and September 2004,
compared with 10 124 during the same
period in 2003. Although some of the
increases in chlamydia are related to
changes in sexual behaviour as else-
where in the United Kingdom, testing
has become more easily accessible
owing to developments such as the
Sandyford Initiative in Glasgow and
the new West Lothian outreach clinics,
which both provide integrated commu-
nity based services. Self testing for
chlamydia has been promoted in
Aberdeen and by Healthy Respect,
the sexual health demonstrator pro-
ject, in Lothian. Healthy Respect is

currently evaluating the impact of postal
chlamydia testing. The kits (see fig 1)
have been distributed in community
sites such as pharmacies and record
shops as well as in health settings. Other
STIs including gonorrhoea continue to
rise in Scotland. There is also an
ongoing syphilis outbreak with a 146%
increase between 2003 and 2004, pre-
dominantly in men who have sex with
men. Fast track outreach testing is being
performed in Glasgow to reach homo-
sexual men who might not otherwise
use conventional settings. There are peer
supported services specifically for men
who have sex with men in many areas,
notably the Steve Retson Project in
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Glasgow and Man Friday in Grampian.
There has been significant integration of
genitourinary medicine with family
planning and reproductive health in
Scotland, which has helped establish
high quality services, notably for young
people but also for other socially
excluded populations including the
homeless, those from black and ethnic
minority groups, and people with phy-
sical or learning disabilities.

Many associate HIV in Scotland with
injecting drug users, given the large
cohort infected in Edinburgh in 1984;
however, sex between men cumulatively
accounts for the largest proportion of
the 4128 HIV cases diagnosed to date.
Owing to the rapid implementation of
needle exchanges and methadone pro-
jects, the number of new Scottish HIV
cases acquired by needle sharing is now
in single figures each year. Despite this,
there remain a significant number of
HIV positive drug users with hepatitis C
co-infection. Recently, there has been a
large rise in the number of heterosex-
uals infected abroad being treated in
Scotland. This, coupled with the suc-
cessful implementation of opt out
testing in GUM clinics, has resulted in a
rise in new HIV diagnoses in the past
3 years. The average in the 1990s was
150-180 new cases per year. There were
258 new HIV diagnoses in 2003 and from
January to September 2004 there have
already been 274 new HIV diagnoses.

BASHH Scotland is well supported and
has been ably led by Dr Andy Winter in its
first year. Achievements have included
the delivery of a secure web based data
collection for GUM clinic coding. With
pump priming money from the Scottish
Executive, all clinics acquired new com-
puters and the mnew “STISS” (STI
Surveillance Scotland) is now live. The
STI Foundation course is also thriving in
Scotland with 617 delegates attending the
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